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Preface to Report No.3

This report on the study, Mental Retardation in a
Canadian Province, is essentially a further issue of the re-
search design, as submitted to the Department of National
Health and Welfare, Ottawa, in December 1968. Sections of the
original which are not pertinent to the purposes of the present

report as a working document have been omitted.

It is hoped that the present report, when considered in
conjunction with the two previous reports, will provide a worth-

while record of the evolution of the study.
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PREFACE TO RESEALvn DESIGN

This document has been prepared for submission to the
Department of National Health and Welfare. It is an application
for support of the Canadian Welfare Council's study, Mental

Retardatior in a Canadian Province, and is the major research

proposal.

Two previous reports on the study have been issued. The
first outlined the elements of the research design and was an
application for funds to carry out a feasibility study. The
second was a progress report describing the development, design
and execution of a pilot study in Prince Edward Island during the
summer of 1968. The present report describes in detail the plans
and procedures involved in launching and conducting the major
study which, it is hoped, will begin in 1969.

The success of the study thus far has been due to the assis-
tance and cooperation of many. Specifically, we would like to
thank our consultants: Dr. M.N. Beck, Director of Mental Health,
Prince Edward Island, has been a central figure in enabling the
progress of the work. Dr. Joseph F. Jastak, University of
Delaware, has been influential in laying the groundwork for the
initial design. Dr. James Wanklin, School of Medicine, Dalhousie
University has given valuable advice on sampling procedures. The
final responsibility for the decisions, planning and interpre-

tations rests, of course, with the authors.

(v)
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We are indebted to Mr. Bryson MacDonald, Executive Director,
Ottawa and District Association for the Mentally Retarded who
assisted with arrangements for training the interviewers. Several
families of the Association gave their time in acting as subjects
for the training sessions. We are gratified by the cooperation
and time given us by the twc village communities in which the pilot
study was carried out.

The staff of the Council was a continued source of support:

including those who went into the field as inte%viewers;
(Mr. Milan Meleg, Mr. and Mrs. David Strachan, Miss Judy McCann
and Miss Janice Latimer) and our research and secretarial.staff
in Ottawa (Mrs. Connie Young, Mrs. Dawn Repath, Mrs. Beverley
Macmillan, Miss Deanna Colby, Mrs. Marjorie Berry and Mr. Richard
Cochrane).

Finally, we wish to thank the Departmeht of National Health

and Welfare for the financial support which has made this documeat

possible.
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I - STATEMENT OF THE PROBLEM

The problem of the proposed research may be stated in

I.If
. . o”
question form. What is the nature and prevalence of mental

retardation in Canada?

In Canada, an estimated seventy-two million dollars per
year is currently spent on the treatment, care and facilities
for the mentally retarded. In spite of these expenditures,
people working with or planning programmes for the retarded
often question the overall goals in developing them and call for
an increase in theory and research in the area. They frequently
wonder if with gaps of knowledge surrounding retardation, es-
pecially in the socio-psychological areas, enough is known to
plan and care for the retarded in the best way. Masland,
Sarason and Gladwin (3 ) separate the medical and biological
problems from the social and behavioural problems in approaching
retardation. Albee (3) has pointed out that the majority of the
retarded need rehabilitative training rather than medical
treatment and that the overemphasis on bio-medical research stems
from the misconception that mental retardation is an entirely
inherited disease. Dingman (13) has also issued a plea for
more retardation research into social and educational wvariables.
The relevance of these variables is crucial in three ways.
First, it is necessary to know what part social and cultural

deprivations play in precipitating psychological states later

called "retardation".
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Second, given a state of retardation, it is necessary to know
what its effects are upon the psychological life of the individual
so described. Third, knowledge is needed on how the condition
effects the retardate's family and the community in which he
lives. Unless such issues are examined, it is very difficult to
plan programs and facilities for the retarded with confidence.

Another major barrier to the optimal use of funds is the
absence of statistical information on the prevalence of mental

retardation in Canada. Many estimates have been made (32 p.3),

however, these are usually based upon generalizations of pre-
valence from cases on record within a given area, or upon the
application of a very general statistic, such as, that 3%, (1,
p.53) of the population is mentally retarded.

The present state of knowledge surrounding the prevalence

of mental retardation in Canada, is mirrored by the following
quotation made in a report to the President of the United States
in 1962: (1, p.29)

..-No one knows what proportion of the nation's

unemployed, out-of-school youth are mentally

retarded or even how many were once enrolled in

special classes. Of all aspects of the problem,

that of provision in public institutions is the

best documented by age, sex, degree of disability,

and clinical diagnosis....

Considering that statistics based upon residential insti-
tutions make no allowances for replacement or recurring admittances;

they may be judged unreliable estimates even of their own limited

population.
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They certainly do not allow generalizations to the total popu-
lation of a nation.

In summary, calls for research in the field of mental
retardation center around two major problems or issues which
are inter-related. The first is the problem of definition and
effects- In diagnostic terms, 50Z or more cases of retardation
are diagnosed as functionally retarded or of unknown psychogenic
origin (32, p.1l4). For too long, retardation has been approached
as separate from the social structure in which it is found;
thus the first problem involves further definition of the concept
in terms of the relationships between relevant physical, psycho-

logical and social variables.

The second issue which calls for research is that of prevalence.

There have been no prevalence studies carried out in Canada in the
field of mental retardation. Some prevalence investigations

have been done in the United States (and these will be reviewed

in a later section) but, even if it is assumed that the Canadian
and American cultures are highly similar, comparisons or generali-
zations to Canada are tenuous. Previous surveys in the United
States have covered small areas such as Onondaga County (33) in
the State of New York. In Canada, the occurrence of mental
retardation by sex, age, income group, ethnicity and degree of
disability is unknown. One need not go far to hear of cases by
word of mouth where children, especially in rural areas, live
their lives from day to day with some gross physical, mental or

social disability with minimal professional help - or without it.
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The present study is proposed with the belief that until
information is available and interpreted to answer the preceding
questions; programmes and facilities cannot be planned or pro-
vided in the most efficient manner. Neither can they most
effectively answer the needs and enhance the everyday lives of

the hundreds of thousands of individuals which they must serve.
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11 - PURPOSES AND SIGNIFICANCE

The general aims of the project were presented in Section
I. Section II enlarges upon the aims by describing in detail
the major issues raised under the general problems of the "nature"
and the''prevalence" of mental retardation. At the conclusion,
specific problems are stated in the form of hypotheses to be
accepted, rejected or reformulated on the basis of the observations
made in the data gathering phase of the study.

A — The Nature of Mental Retardation

A study of the nature of mental retardation is, in essence,
a reopening of Pandora's box. All of the problems which have
complicated past research in the area come into focus: problems
of definition, problems of diagnosis and measurement, problems
surrounding the differentiation of mental retardation from other
behavioural and psychological entities, and problems of making
comparable observations across different social and cultural
groups. Any attempt to define retardation necessitates stances
on all of the above issues.

These difficulties have been sufficient to make some
workers in the area deal only in terms of '"behavioural problems'.
Workers in a treatment center for retardation may say - ''Let us
bypass all of the thecretical issues and deal only with behaviour.
e will erase the offending behaviour by manipulating stimulus-
response contingencies between the individual and those with whom

he interacts."
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Such a stance is atheoretical. It is the position of the.extreme
behaviourist who ignores theoretical issues and proceeds with the
task of shaping behaviour.

aAnocther method of lessening some definitional problems is
by describing retardation in terms which are sufficiently flexible
to enable a very broad definition. This permits fluctuation of
the definition according to the environment and social structure
within which they are being applied; for example, across age,
social or cultural groups.

The American Association on Mental Deficiency (21,p.3)
defines mental retardation as follows:

.-::Mental retardation refers to sub-average general

intellectual functioning which originates during the

developmental period and which is associated with

impairment in adaptive behaviour....
This definition focus' upon a new dimension in the approach
towards and the study of retardation — a social definition which
emphasizes the quality of the individual's responses to his
environment. Leland (26) gives a detailed resumé of this approach.
It is a flexible definition of retardation which is dependent
upon environmental demands.

Both of the above innovations contrast the classical medical
definitions of retardation by emphasizing the social repercussions
of disabilities rather than concentrating upon precise catego-—

rization in terms of etiology and the resulting syndrome.
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Psychometricians provide another approach towards defining
rental retardation- An individual is given a psychological test
and, on the basis of his performance, he is compared with a nomative
population and classified accordingly. The individual is defined
as being retarded in terms of the degree his performance falls
below a mean value. Those individuals with test performances
cne or two standard deviations below the mean may be called
retarded depending upon the purposes of the assessment.

Four currently used approaches towards the problem of
definition have been mentioned: the behavioural, the social-
adaptive, the medical and the psychometric. Since the behavioural
approach essentially ignores definitional problems: only the
medical, psychometric and social will be discussed further.

These approaches (medical, psychometric and social) carry
with them assumpticns about the nature of mental retardationm.

The medical assumes that states of retardation may be clearly
diagnosed and the physiological bases identified. The
psychometric assumes all retardation will be manifest in the level
of intellectual performance, while the social definition assumes
that retardation will be manifest in the adjustment of the in-
dividual to the demands of society. The medical approach results
in a more limited definition of retardation. The narrower or

more limited the approach followed, the less the scope of the

results will be for theoretical and definitional purposes.
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The narrower the definirion, the narrower will be the perspective,
and the fewer types of retardation will be understood. Thus,
the social-adaptive definition which is the broadest approach
will include zl1 of the cases included under a medical definition

and aii of the cases included under a psychometric definition

to the extent that the social environment demands intellectual
pecrformance. 1In addition, the social-adaptive definition will

include cases missed by the other two definitions where the in-

FRETER AL R BAIETR R R T OTAT TR

dividual's major problem is social impairment.

On the basis of past work in the field, it seems best to
approach the nature of mental retardation as a multi-faceted concept

which can be approached on many levels from different perspectives.
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The three approaches under discussion are illustrated in Figure 1.
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Figure I: Retardation: an hypothetical continuum
showing the scope of medical, psychometric and social
definitions in terms of the number of cases included
in each. This model does not imply that a medical
definition ignores social and psychometric criteria.
However, in terms of the ultimate number of cases
usually defined and accounted for, the above model
applies.
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We may assume that at the wer end of the continuum, the
et1vivgy ui the conditions is more readily detected than the
ztiology of conditisns closer to the population mean. A number
5 imvestigarions illustrate tharthere are differemt etiologies
associzted wirh miid as compared to severe abnormality. For
example, Wildenskov (41) divided mentally deficient patients
ints mi_d and severe groups and found that, in the mild group,
subnormality existed in 517 of the siblings, but in the severe
group, in only 267Z. The studies of Bradway (6), Halpern (19)
and Roberts (37) show that mild cases of retardation tend to come
from the low socio-economic levels while severe cases tend to
come from the socio-economic population at large. The more
limired the definition, the simpler will be the task of identifying
ctetardation and of defining its etioliogy.

However, since simpiicity and ease are not necessarily
desirable when dealing with the human condition and seeking
understanding of it, the present study will proceed with a broad
definition of retardatrion  This will be based upon an index
combining measurements from psychometric performance, reports of
adaptive behavicur; life history information and other data col-
tecved by interview methods. These are being used in crder to
arrive at a comprehensive working definition of retardation-
Thereaf ter, types of retardation, degrees of retardation and the

constellation of variables associated with each can be enumerated

and described-
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fetardation Weii be exzmined in relatisnship to the existing

1 strucrture. Such an approach has been called for by numerous

[

IR
authosrs such as Leland (26); Dexter (10,11,12) and Mendelsohn (31).
Wnen raking a socizi—adaptive approach; a study cannot ignore

the inter—reliationship between the individual and society.

.14

eccs of retardation upon the individual, group and

h'l
)

Thus the €

commenity in which he exiscs wily be studied- A number of
social aad psychological variables will be examined which may be
preconditions to or which may result from the retardation.

There are severai important factors to be investigated
vnder both of these retaticnships (for example, social and
persocnal vaiuesj- Cultural and social deprivation are becoming
increasingly suspected as leading to retardation. The study of
the social and personal values of the communities and the signi-
ficant figures in the suspected retardate’s life may yield valuable
information- Some forms of emotional maladjustment (such as
anomie or delinquency) have been interpreted guite successfully
as reflecting conflicts between the social goals held by most
individuals and the social means, or the practical avenues of
atraining those goals. Individual values have been studied by
Hyman {(:3) as anchsorying some individuals to certain social positions
within a flexibie system of stratification.

It would seem then, that the possibility of family values
occupying a crucial place in the eticlogy of mental retardation

is woithy of iInvestigacicn.
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Parhaps the cultural deprivation which results in retardation
means simply that, although the external social goals and social
means are available to an individual, he is deprived of the
spportunity to develop the necessary values which would stimulate
him to sesk those goals. His motivations are the limiting factor.
For example, in an area where book learning is minimized and the
process of educarion is perceived as an irritant in life rather
opportunity and where the development of the self-

than as an

concept is similarly uncared for, social retardation would be a

probable outcome. I1f this is so, a comprehensive study must examine
the predominant values and structuie of the social system in

which the retardate lives as well as the family structure and

personal motivations of parents. These are crucial influences

in the environment 1in which the retardate develops.

The effects of the retardate upon the environment in which
he interacts 1s aisoc related to a broad definition of retardationm.
In order to make recommendations on the treatment and care of all
types of retardation, it 1is necessary to know how the condition
is presently being managed and absorbed by communities, families,
and the individuals themselves who are retarded.

The definition used, then, will be centered upon the social
and psychological effects of retardation. For example, it would
be useful to know whether families having a mentally retarded
member in the home are more satisfied in their life experiences

than those families whose mentally retarded member is placed in

an institution.
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Also, it would be useful to know whether the affectional levels
of these groups are above or below the community at large and
whether these levels are related to the degree and type of
retardation. Preliminary data from the pilot study indicates
that having a disabled member of the family may be associated
with more frequent feelings of unhappiness but that the frequency
of happy feelings is uneffected. Since these two dimensions of

affiect are uncorrelated one might conclude that the disability

does not interfere with family happiness. However, the unhappy
feelings and management of them should be the focus of study
and management. These results are preliminary and need replication
before definite recommendations for management can be made.

Attitudes are another important variable to investigate.
Are the attitudes of the community and family members significant
factors in the way the handicapped are dealt with in the community?
And conversely, how is the treatment of retardates active in
structuring those artitudes?

It i> only through knowledge of such processes and interactions

that recommendations can be made upon training, treatment and care.

B - Prevalence of Mental Retardation

The second major focus of this study is upon the prevalence
of mental retardation in Canada. In order to understand the
scope of the problem and to plan services in the future, an
accurate estimate is needed of the number of retarded individuals
to be expected; for example, in given regional, age, sex and ethnic

groups,
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Such studies are the only means by which efficient pro-

visions for services can be made. They are essential so that

the needs of different segments of the population can be met.
The major ecelogical variables to be investigated here are

age, sex, region, the rural-urban continuum, socio-eccunoiaic

status, ethmicity, bilingualism, school facilities and predominant

occupations and industries Several of these variables have been

suggested in the past through theory or research as being impli-

cated in the etiology of retardation. A brief statement cf past

findings follows.

The age levels at which cases of retardation are identified

depend upon the conditions and demands of the environment. For

example, at the age of six, school demands may expose intellectual

and social weaknesses which were not aggravated or particularly

debilitating in preschool years. The number of recorded cases of

retardation therefore usually increases until the ages of 14 to

15. At subsequent age levels the number detected typically

sebsides. There have been no definitive explanations for these

trends. The specuiations are that school demands and/or social

interest may be lessened allowing the individual to settle into

5z social niche in which social and intellectual demands are few.

For example, many retardates may fit into jobs as farm labourers

or as household helpers. When old age is reached, the intellectual

variable is still crucial. Recent studies have shown that when

groups of aged people are given intelligence tests, longevity can

be predicted from high performance on given subtests.
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Those scoring poorly have a higher rate of death.

Studies have typically shown a higher frequency of retardation
in males This finding parallels statistics on medical, soeial
and emotiona: problems in which male referrals outnumber females
(33). The trends may reflect different environmen:al and social

demands peing made upon the sezxes.

Regional variations in the prevalence of retardation are
crucial in planning services and facilities and these are
relgted to other ecological yariables such as the rural-urban
continuum- Several studies (38, p.16; 30, pp. 252-260) have
reported greater concentrations of retardation in rural com-
munities and several hypotheses have been offered as explanations.
Some have suggested that many of the more intelligent individuals
born into rural settings migrate to urban centers with the increasing
urbanization of society. Others have noted the underprivileged status
of most rural communities with regards to educational facilities
and the appropriate socializing agencies to foster the intellectual
and adaptivz behaviours necessiry to meet the increasing demands
of s complex society.

Closely related to the above dimension is the socio-
economic status of the parents 2f the retarded. The values of
education and many types of intellectual pursuit tend to be
fostered by parents of means. The lower soucio—economic status
groups have been shown in the United States to have higher rates
of delinquency, psychosis, retardation and other diagnoses of

social deviancy.




: This 1s not true of all disadvantaged groups. However, fre-
quently materiazl impoverishment is accompanied by impoverishment
of the proper conditions for social and intellectual development,
% impoverishment 0of access to treatment facilities, and most of
all, in a society wnich values economic gain - impoverishment

g c.. seli-esteem The access Si the poor to social services pro-
-G vided by a relativeiy  p:zosperous and value laden portion of the
: population 13 receiving increasing attenticn and recommendations

or change Reissmaa (36) has recently compiled the literature

It

in this area-

% The different ethnicities of social groups have also been
] related to :etardation.- Social and technological developments
f in a given area may arise because certain ethnicities emphasize
values in 1individuals which are necessary to achieve advancement.
In other areas the predominant ethnic values may tend to produce

more individua.s with prob.ems of adaptive behaviour because (1)

eIVt 1,

2 the emphasis upon material gain, technological progress and human
advancement produces additional strains, or (2) the values
encouraged are not complementary to the prevailing social system
with which the individual has to cope:

Bilingualiism has appeared 1in the past literature (22) as a
variab.e associated with retardation- That is, when a child is
continually exposed to two sets of overlapping semantic stimuli in

his early experience in the home and community, cognitive development may

be complicated
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When a child approaches such cognitive stimuli and is expeeted

to master and use two sets interchangeably, it may be that those

REDSLTAR AT A bbb o v s

children not equipped with average innate capacity, are pushed
even further into a developmental sequence which is subnormal

: both in intellectual and adaptive maturation. As bilingualism
a 1s an important part of the lives of a large number of Canadian
children, this is a variabie worth exploring.

The school facilities within a given area play a maior
factor in the inrelle:rual development and education of the
surrounding population. Therefore, one could predict that the
: population living in an underpravileged area with regards to

education opportunities will szore less well on standard intel-
g ligen.e tests than a population which has had the opportunity to
partake of a more developed educational system.
Lastiy, the predominant occupation ox industry of a population
may ariect the intelligence and social development of the people
? in that region. This is a complex variabie which has not been
fully explored in other studies. It has been noted by Tregold
(38, p-14) that protessional people have a lower rate of mildly
5 retarded children chan working people.

: The foregoing variables are inter-related. Scoio—-economic

I

status,; occupacion, school facilities and certain types of ethnic
value are correlated. The study witl investigate and report the
relationships of these variables to retardation but will not pretend
to sort out the unique variance attributed by each to the retardation

variable.
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Such preciseness does not come within the domain of a survay.
The trends noted may open up the way for smaller systematic studies

in the future.

C - Outline of Purposes and Hypotheses

In order to summarize precisely the purposes of the study,
the following section 1s included. The two major emphases are to
describe and to explore thoroughly: the most suitable definition
of retardation for a Canadian population and the prevalence of
mental retardation in a Canadian population.

The following additional purposes may be stated, some of
which lend rhemselves to furcher breakdown in the form of

hypotheses.

(1) The Nature of Mental Retardation

Purpose i: To arrive at a comprehensive operaticnal
definition of retardation in Canada, with sensitivity

to (1) types of retardation and (2) levels of retardation.
Purpose 2: To differentiate and to specify the relationship
between retardacion and other forms of physical, personal
and social disability.

Purpose 3: To investigate the relationship of retardation
to other psychoiogical and social variables.

Hypothesis 1: Recardation of the miid type

will be associated with the personal and social
values of significant people in the environment,

(for example, parents, siblings and/or care-takers).




Hyvotns:z_: 2 Retardaiion of the mild type

will b2 as:ozzazsd with the characteristics of

ihe <5222l sysiem in which the retardate lives.

Hypotnesis 3: There will be interaction between

family and commanity attitudes towards re-
~ardz--cn 2nd <he manner with wnich cases of

retardazion ars trzated. For example, in

“cmmuriioss with zccepting attitudes, the re-
3

tarcded w_ 1 e ke2pt in their homes more tharn in

ccmmurities that <end to reject retardation.

he personal characteristics of
~he2 family members having a retarded member
w1l vary with the type of care given the

retarded perzon, [for sxsmple, in the home or

< < R 5
in an InsTi .pu:-;on’ .
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and To afsess <neir significance in planning facilities and

trainirg ior —wne msntally retardsd.

21, The Prevglencs of Mental Retardation
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Furpose 1: 7o esiimate the number of cases of mental and

social revardavion per 1,000 citizens in the population

specifizad.
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Purpose 2: To estimate the number of cases of
mental and social retardation within specified
population ranges and specified ecological
conditions

Hypothesis i: The prevalence of retardation

wili vary by sex and age. For example,
males will have the greater overall pre-
valence in school years and beyond.

Hypothesis 2: The prevalence of retardation

will vary across regional groups studied.

Hypothesis 3: The prevalence of retardation

wiil be greacter in rural as opposed to urban
communities when retardation is defined
psychometrically or in terms of intellectual
and education periormance:*

Hypothesis 4: Lower socio-economic status

groups will have a greater prevalence of
retardation than the upper socio-economic
status groups.

Hypothesis 5: There will be ethnic factors

associated with retardacion.

*# This is an exploratory hypothesis within the context of the

present study. It would have more pertinent application

in other geographical areas of Canada.

o5yt f AT 1k A s D
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Hvporthesis 6: Families which are bilingual

will have a higher prevalence of children

who are retarded.

Hypothesis 7: Areas with underdeveloped

educational facilities will have a higher
prevalence of retardation.

Hypothesis 8: The predominant occupations

or industries of regions will show associ-

ations with prevalence of retardation.

To integrate information from all the preceding

Purpose 3:
areas in order (1) to make recommendations on the

planning of facilities for the care and treatment of the
mentally retarded and (2) to make suggestions on how to

maximize the personal development and self-fulfillment

of retarded individuals-

St W F BT LY R A



IIT - REVIEW OF LITERATURE ON
PREVALENCE OF MENTAL RETARDATION

Statistical information is available in many countries re-

garding the numbers of institutionalized mentally retarded.

These statistics vary from country to country, and do not
indicate the total number of retardates that exist in a given
area. In order to determine the prevalence of mental retardation,
population investigations have been undertaken. Such studies
have attempted to provide guantitative information from which

to estimate the size, nature and location of mental retardation,
identify its component parts, locate populations at special

risks of being affected and to identify needs for preventitive
work, treatment and special services. It is hard to find two
investigations in the literature, however, that are comparable in
terms of diagnostic criteria, representativeness of samples or
investigation methods. In general, previous survevs have been
directed at single communities or small areas rather than large
geographical entities. Although it is not possible to review
all such community-diagnosis surveys, the most important

ones will be chronologicaily summarized with respect to metho-

10logy and some of the data collected.

A. England and Wales (1920)

Lewis (28) conducted a survey of England and Wales and
sampled six areas each with a population of about 100,000. He
did not give the names of the areas and his descriptions of
their general characteristics provides insufficient evidence

from which to judge the representativeness of his sample.
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For children, a screening device was used to locate suspected
retardates. Teachers were asked to name the "most backward"
children in their school and these children were then given a

group test- Those scoring low on the group tast were individually
examined by Lewis or his assistant and were given intelligence

and educational achievement tests, as well as a physical examination.
Retarded children under school age were located through local mental
deficiency authorities, child welfare clinics and district nurses.
Possible aduit retardates were identified by the "key informant
method”. That is, key people in each community (officials, teachers
and social workers) were asked to name likely mentally retarded
individuals- In addition, jails and mental institutions were
surveyed. Suspected aduit retardates were also given intelligence
and educational achievement tests.

The criteria used were a combination of IQ scores and
subjective judgements of sccial competence. Those with mental
ratios under 20 were considered idiots. The imbecile category
included those istbetween 20 and 40 as well as some'between 40
and 45 who were judged as suffering from additional temperamental
disabilities. The criterion for feeblemindedness was an IQ of
between 40 and 60 The prevalence of mental deficiency (idiots,
imbeciles and morons) was found to be 8.5Z.

B. Baitimore Study (1936)

Lemkau, Tietze and Cooper (27) surveyed a residential

segment of eastern Balrimore haveing a total population of 55,000.
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Record searches were made of all community institutions and
agencies concerned with mental hygiene and the basic-data fer
the study was collected from these records. The prevalence of
: mental deficienzy (defined by an IQ score of 69 or less) was
found to be 12:.27

C. Onondaga County, N.Y (1955)

A census (337 of suspecred referred mentally retarded
children under eighteen years oi age was conducted by the Mental
{ Health Research Unit of the New York State Department of Mental
Hygiene in Onondaga County, New York. Individuals under eighteen
years of age who were suspecred oibeing mentally retarded were
idenctified by child-care agencies and various professional persons
2 (103 schoois, 494 physicians and 40 social agencies). Retarded
and suspected rerarded were identified on the basis of developmental
history, posr academic performance, 1Q score or social adaptation
g when contrasted with their age peers. This method was used after
; it was recognized that there was a variety of working definitions
used by clinicians and social agencies and that mental retardation

is not a discrete entity- The investigators believed that

AONSTH AN

reporting errors pcobably involved more included false positives

G

£
&

than excluded false negatives:

The overall prevalence rate for retarded or suspected

retarded children under eighteen years of age was found to be

3.57%,

T ——y
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Prevalence was lowest .0r the youngest children and the rate
Ior seven year olds was nearly seven times that of the five year
olds - a fact which indicates the importance of school attendance
in the identification of retarded children.

D. Three Scandinavian Sctudies (1951, 1953, 1956)

Thzee Scandinavian sur-eys carried out in the 1950's deserve
brisf menzion  Bremer {7, conducted a five year study of . small
isolared Norwegian fishing village consisting of 1,325 people.
Diagnoses were based cn information from hospitails, institutions, the
child welfare council, as well as records of the medical
orficer, school physician and ceports from public representatives
and private persons. The investigator also acquired a thorough
kncwledge of the members of the community as h2 served as the
local physician, On the basis of subjective judgements by Bremer
and the school master, as well as school records, éiéz of the
villagers were diagnosed as oligophrenic. Book (4) invesitigated
three large rural parishes in Northern Sweden (total population
of 9,000) and round 4,07 incidence of mental deficiency (i.e.
iQ less than 70}. Essen-MBller’s(15! sample consisted of 2,500
individuais living in two parishes iun southern Sweden. Every person
on the parish regis*ers was inferviewed and 1.07 were found to have
1Q ratings under 70.

E. Delaware Study {1963)

Jastak, MacPhee and Whiteman (25) have reported on a survey

of the population of the state of Delaware.
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Their purpose was to explore the nature and psychological and
social connotations of mental retardation in Delaware. A random
sample of 1,000 family unicts was taken and each was given a
screening interview which censisted of an enumeration of all
those living in the household, recording of ages, sex, schooling,
occupations, marital starus and three subtests from the Weschler
Inteltigence Scaiz fo: Children. All members of familiies which
contained at ligast one2 individual who obtainead a WISC score at
or below the 25 percenti:e were given a more intensive interview
consisting of 15 psychological and 7 sociological tests and
schedules. 1ln addicion; z# number 9f non-retarded families
were intensively interviewed as a control group.

In defining mental retardation :astak et _al- viewed it as
a continuous theorerical construct- They operationally defined it
on the basis ot four indices: a psychometric average (comparable
to i1Q), psychometric altitude (highest subtest score), schooling
completed and o.cupational schievemeni,
Three lewels uf mental retardation were defined. Those

whose scores teii in the lowest 257 of their age group were defined
as dull Ir their s.ores were in the lowest 97 or 27 of their age

roup, then they were considered borderline defective or defective,

ou

respectiveiy- This procedure did not ensure that 25% of the pop-
ulation would be defined as dull because four different criteria
were used rathen than just one. That is, for every 25 individuals
diagnused as retarded on the basis of 1Q, only 5 were also

classified as such on the basis of ail four of the criteria.
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reiigiin, health, marital status, family size and parental

se secne I ould te Be anceiated to retardation. However, in the 257

47 groa, s thére weie ifoug Times &3 many negroes as whites. The

L .. sc.Eles, teiaid:d gIOup was more evenly distzibuted across

pl

Calm and woLlLmIC ievéls nere was also a higher pzevalence of
mentar -viardatisn among uvanemployed and part—time workers as

_lopeled Lo LLoEl J&.upal.inal gioups

Soalhezir seedesh Study (1961

Frs

AkeS5 n: 14) has fepirted & pievalence and genetic investi-
gation in ten randomly sampied Southern Swedish rural parishes
naving = TJL2L pogUration oi 7,533  an individuai was defined
&> feenizily det:-ign: when his rating on the Revised Stanford-
Biuet iest of intetligence, Form L, Swedish version was less than
Individuals rated -2

-2 standstd deviation units (1.e. LQ 63)

rd deviation units were ceterred to as "feeble-

e
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mind=d" | feom =3 Lo ~) unins as imbzciles' and belsw -5 units
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was mailed to each houscehold and was
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= I aze-
r p1czed up by & trained 1nterviewer who edited the form and
sdlkiris3lered a 4o.diried vVinelend d>ocial Maturicy Scale: Preschool
shiid el DuIvg o2 .les Cuorleént less than 80 were examined by a

edizfric.an 233 glveEn «u 1§ Cest by < psychoiogist

L B

Aduals e Leilzd upe of more items on the vocabulary subtest of
Lhe ¥e_nsier—Besisvue 1 were administered rour verbal subtests
or tihic Wecholer-Beiievue intelligence Test The criterion for
retdsdetion ror schose age children was a Lorge-Thorndike group
1 s2.1e o1 19 232 lesds {n add:.tion, teachers and administrators
nad the oprisn or 1nciuding any child about whom they had any
sUspicton Of retatdation. The children identified by three
Sriteria were gl-ea the Peabody Picture Vocabulary Test and if
they received an iQ score on this, they were also administered
rhe 1960 version of the >tantord-Binet Test. The overall pre-
valence rate, to date, has been found to be 5.3%.

lhe ract that these community sucveys differ in sampling,
diagnost:. crlterla, et. only reilects their difrerenc goals,
cirzumstances aad available tosis. The question of what real
plevarénie of eits. c2tardation 1s depends upon the use that would
be made of such infogmation. If the information is to be used
to plan services then the severity of the handicap and its age
distribution re-derine its "rezl prevalence’.

above prevalence studies are summarized in Table 1.
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higner prevalence rate of retardation. However, medical refusals

and ourright refusals may be related to certain types of retardation.
For example, some elderly people had had strokes and were unable to

speak. The outright refusals (1% 1a 211) were often due to extreme
negativism and suspicion, and a lack of social identification.

The fsliowing data, then, is confined to the testable populations

tudizd In the study proper, data will be gathered

[1]]

of theviliages

from secondary ssurces on individuals who are unavailzable. The

secondary sources will be: reports Irom other rfamily members, and from
A judgment will then be made cf their

chooil and medical officers

inclusion in the

=

intellectual and soczial funcrioning enabling thei

sample.

B - Measures or intelleztual and social competance

Several types of tests and questionnaires were included in the

interviews Measures of intellectual and social performance are the

only ones of interest here as they form the content of the "retardation

index". The scales used are listed and briefly described below.

1. The Wechsler iIntelligence Scales for Chiidren {WISC)

Four subtests rfrom the Wechsler Intelligence Scale for
Childrean (40) were administered to all individuals five years

of age and over. These subtests were combined into a total

intelligence test score.

2 The Draw-a-Person Test (DAP)

This test (20) was administered tc all subjects but was used

as a measure of intellectual performance for those between the

ages of two to twelve years only.
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3. The Sccial Performance Scale (SPS)

This is a shortened form of Doll's (1%4) Vineland Social
Maturity scals upon which mothers rated their children who
were five and under.

4, Educarional achievement (E-ach)

Twe indexes were considered in assessing a person's level
of educarional achievement. The first, used for adu s, was
the last grade complet2d in school. The second, used for
children attending school, was age minus grade. Adults who
were 1lliterate and children who were nor atzending school were
rated low on educationsl achievement.

5. Occupational Status (0ce-St)

A four point scale was used to assess occupational status.
This reflects the degree of difficulty or challenge met by a
person in filling a given occupational position. For example,
a farm labourer receives a low rating while a business owner or
highly skilled position such as a medizal doctor receives a
high rating.

6. State of Health (H-1, H-2)

Two items (H-1 and H-2) were included on the health state
of the individual. One simply rated the state of health on a
five point scale while the other was a checklist of five common
complaints which are often symptoms of more severe physical
disorders or of neurotic states. High scores indicate poor

states of health

s
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C - The Mental Retardation Index

The mental retardation index determines which individuals are
defined as retardad. 1% is basad upon the above measurements combined
into successive screening steps.

There are two methods by which retardation may be judged. The
first judges the rezardatizn of an indisidval by comparing his perform-
ance to those of others in the same age group from the same community.
The retardation is judged within the context of the social demands placed
upor: any individual: how well does he measures up against his contemporaries?
The second method of judging retardatioa is based upon a comparison of
an individual's ability to perform up to a given standardization norm.
in this case, the population for zomparison may be considerabiy more dis-
tant than the one used in the first approazh, To i1llustrate these two

approaches - in the first, a 12-year old boy is judged retarded because

he performs least well of 200, 12-year old boys who live in Prince Edward
Island. In the second approach, 20 of the 200 12-year boys in Prince
Edward Island may be judged retarded because they achieve a mean standard
score of 7 (out of a possible 20 with a mean of 10) when judged against
Canadian population norms.

In this study, retardation will be defined in terms of the
subject's performance relative to other members of the community in the
same age group. The comparison between members of the same age group
will be made on the basis of several indices from different methods of

measurement as indicated in the following table.
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TABLE 2

THE TESTS USED AT DIFFERENT AGE LEVELS

Ape of Subiject
2=-4 5 67 8 9 10 1i 12 13 14 15 Adult

Test or
Scale WISC

o

DAP

\

SPS )
E-ach

NP

Occ-St —_—
Health —)

D - Successive Screening Steps are used in order to determine if

an individual falls within a general definitiox of retardation. After
this, types and degrees of retardation based upon additional criteria

may be enumerated. The order of the screening steps reflects the relative
importance given the successive criteria. Thus the WISC score, when
available, is the first arnd most important index. If a subject scores

in the lowest 30 per cent of his age group on the WISC, the next

criterion is examined. This might be the DAP. 1If the subject falls in

the lowest 30 per cent of his age group on the DAP, then the next screening
step is approached  Education criteria are zonsidered. One would predict
that law scores on the preceeding intelligence scores would be validated

by the educational, occupational and health criteria. The health criteria are
the least emphasized measures in the retardation index because, in many
cases, they may be a correlate of, rather than a necessary and sufficient

condition for, retardation. Jowever, one would expect it to validate the
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preceding indexes inr a majority of cases. That is, many cases of

extreme mental retardation and of social retardation, will be
accompanied by physical abnormalities or disturbances respectively.

The development of the physical and mental structure of an organism

cannot logicalliy be separated.
Some of the reguizrements of the retardaticn criterisz will be

further refined beicre the final instrument is used., More information

will be gathered from secondary sources as previously mentioned (school

and medical officers). However, the data gathered in the two Island

villages are sufficient ~o iilustrate the use of the final mental

retardation criteria.

The retardation indexes for different age grcuplings are as

follows:
Age 2 - 4 (1) Subject's score falls within the lowest 30 per
-ent of the scores of his age peers on the Draw-
a-Person Test,

(2) Subject falls within the lowest 3C per cent of his
age peers on the Sociai Performance Scale.,

(3) The mother’'s (or raretaker's) report indicates that
physical or emotional development. is delayed or

impaired.

Subject's score falls within the lowest 30 per cent
- of the scores of his age peers on the Wechsler

Intelligenze Scales.

N
‘—l
N’

Age 5-12

(2) Subject's score falls within the lowest 30 per cent
of the scores of his age peers on the Draw-a-
Person test.-

(3) The subject's educational achievement is one or more
years behind his age peers.

(4) The mother’s (caretaker's) report indicates that
physical or emotional development is delayed or

impaired.
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Age 13
plus (1) Subject falls in lowest 30 per cent of his age peers
on the Wechsler Intelligence Scales.

(2) The subject's educational achievement in terms of

: present grade, last grade completed or literacy is
: below expeztation. The "expectation" level is

1 based upon the community in whick he lives. For
example, the average adult may have completed gradc
8 and be literate

d, his

3) Subject is umemployed or, if he is zmployed,
{2.g.,

4 occupation 1s 1in the operatives catagory
household workers, labourers efc.}

3 (4) Subjexr's physical andfor emotional development is
arrested or impaired.

MNP

The retardation index reflects a series of successive screenings.

: Several types of retardaztion are 1involved: inteliectual {psyzhometric)

-~

retardation, retardation in sctial periormance, educational retardation,

F e

SR

s

economic retardation and physical-emotional r=ztardation or disability.
: A1l of these must be considered in arriving at a broad definition of
retardation, and they must be weignted according £o the demands of the
1 social system in which they are applied. This weighting procedure

4 wili be carried out at a later date Suffiziesnt data is in hand from

the pilot study to illustrate the use of the mental retardation index.

4 TABLE 3%

SUCCESSIVE SCREENING STEPS FOR YOUNG CHILDREN: EXAMFLES

S#  Age Sex Village WiSC DAP SPS E-azh Retardation
Yrs. Mos.,

1 3 10 F 1 - + 19 - No

2 2 09 M 2 - 1 + - No

3 6 00 M 2 12 9 - 1 No

4 7 02 M 1 18 10 28 1 Yes

* For abbreviation symbols see page 29-30
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The above table illustrates the use of the successive screening
steps for young children. Where no data 1s available for an individual

" " s entered. This occurs when the criterion

on a given variable, a
does not apply in the age grcup to which the subject belongs. When

a subject's score on the WISC, DAP or SPS falls below the 30 per cent
cut -off, the score is shown  The 30 per cent cut-off for raw scores
is calculated in terms cf the arss falling under a normal distribution
curve. That 1s, all scores falling mors thaa - 53 standard deviations

below the mean are entered. Where the subject's scores trall above

-.53 standard deviations, a '4'" is entered.

llyesll

In the last column of the tabile, retardation is judged
or "mo'" in terms of the preceding data for each subject  For example,

subject l. is judged notr to be retzrded because nis DAP performance is

above -.53 standard deviation units below the mean. Subject 2 is

R Ada e LR A AE LR LA P T T TG0 e L

e TN

judged as non-retarded because, although his DAP score is subnormal,

T R TRATR

his SPS score is not below the cut-off score for that criterion.
Subject 3 is judged not to be retarded bacause, even though nis WISC

and DAP scores are below normal, he has completed grade 1 in school.

AT T TR WY RA ThR T AT f AR R TR

Finally, subject 4 1is judged retardzd because on all measurements (WISC,

W T R ITW ®,

DAP and SPS) his performance falls below —.53 standard deviation units
below the mean score for seven year olds and he is behind ome year in

school grade completed,

Examples from the pilot study,of the screening process in adults,

! may also be helpful.
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TABLE 4

SUCCESSIVE SCREENING STEPS IN ADULTS: EXAMPLE

S# Age Sex Village WISC E-ach Literacy H-i H-2 Ocz- Retard-
St ation

1 61 M 1 38 7 No 2 1 4 No
2 42 M 1 45 5 No 3 i 1 Yes
3 33 M 1 62 ) Yes 2 2 1 No
4 47 M 1 33 - Yes 3 1 1 Yes

This table illustrares the different yetardation indices
used for adults. Subject 1 is judged no% retarded, as alznough his
inrelligence test score falls -1.40 standard deviations beiow the mean,
and although he is 1lliterate, his ozcupational status is " As
a matter of interest, this man is a prospercus farmer with an income
of over $20,000 a year. He is not retarded in any ares exzept "'school
learning" aud thus is not included 1n the retarded samplz. However,
when retardaion is broken down into various facets, and verbal ability
is one of them, this man's illiteracy and low verbal performance will
place him in that sample. It is this type of difiference in definition
that the study will be sensitive to, The implications of rhe different
definitions will be studied The over-ail mental retsrdation index,
however, does not classify this man as retarded.

In contrast, subject 2 has a low WISC score, and low indexes of
educaticnal and occupational achievement. He is, therefore, judged
as retarded and is included in the retarded sample. Subject 3 is

immediaely dismissed from the sample because his WISC score is only -.13
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stendard deviations below the population mean for his age group.

Finally, subject 4 is judged retarded beacause of his WISC score

and low school and occupational achievemen-

Two major points should be made with regard to the retardatiom
index.

(i) A person is judged retarded in terms of his achii.vement on
several different measures relativs to other individuals who
(a) are 1in the same age group and (b) live 1in the same social
millieur.

(ii) Before an individual is classified as retarded, nis original test
protocal is examined, for information or alternating circumstances
which would make the sssessment of retardation inaccurate  This
eliminates the chaunces of "ialse positives" accurring in the study
sample.

On the basis of the retardat:on index, 72 of 511 persons in the

two village populations (or 14.1 per cent) between the ages of 2 and 85

years indusive, were judged retarded. This figure may be further broken

down by age, sex, level of retardation and village community. It may

be noted that the per cent of retardation identified is somewhat arbitrary

and is related to the cut-off pcints chosen for the retardation criteria.

Validation of the cut-off scores used, relates to the -onstellation of

relationships which support them. When indices of low socio-economic

status, the receipt of welfare payments, grade achievement and health
correlate with retardation identified by a certain cut-off score, external

validation of the operational definition is strong.
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%4 - The fopulation and lLocztion*

The population ror study 1is the totai population of Prince
Fdward Island According to the latest census this 15 & population
of 109,000 The smallest oi Canada's provinces, PEI 1s located in
the gulf of St. lLawrence between north iatitudes 50~ and 470, and
wesz longitudes 62° and 64° Ine isiand is 120 miies long and from
3 to 35 miles wide, and nas & tctal «:fea o1 <,184 squarc miies

The population of 1U9,000 1s about 53 per cent ot the
Canadian total  Praince Edwerd i1sland is the M231 GE€Ndcsy pIPU—
lated province in Canada with a density i about 50 persons per
square mile Its populaticon 15 iz:irly evenly distribuced over
the relatively uniiorm su:iaZe O foiling hitis 3nd id:zmilands
The major ethnic backgcrounds o1 the people are.Scottish, Engiish;
Irish, and French. There are numersous teiigious groups, the
major ones being Roman Cathoii., {nited Chusich or Canada, r:es-—
bycterian, Anglican and Bapraist Ihe majo:r means <. Support ol
the peoplie are agriculture, tisheries, tourlsa and some light
industry. Tne average urban income ror males in PEL 1s 32,934,
while the average rural income 15 $Z4,152. for iemales the average
incomes zre $1,312 and S1,1i40 respe_tively These are amsng the
lowest in Canada. UnempLoyment reaches 1ts peak in the wainter

and during the 1966 fiscal year 2,939 individuals were on weifare

payments (39)-

* Figures quoted below are trom 1Y6l and 1966 Canadian Census,
Catalogue 92-602




B — The Sampling Procedure

The sampling plan 15 to 1interv:ew individuaity (unless age
or disability makes direct interviewlng impossiblej, approximately
1 in 22 people on Prince Edward Izland The expected distribution
by age and sex for the resulting 5,000 people, using 1966 Census

figures tor estimates, would be as follow-:

TABLE 5

EXPECTED DISTR:iBUIiON BY AGE ~ND SEX FOR A SAMPLE OF 5,000

Age

0-4 5-9 10-14 15-19 20-65 over £5
Male 294 2399 278 253 1121 253
Female 278 293 269 250 i067 278

If the sampte of the population 1is rurther broken down 1into
categories of expectation of retardation and degree, ratner mi-

nimal figures result using the classical 37 prevalence estimare

TABLE 6

——

EXPECTED DISIRIBUTION OF RETARDATION BY AGE AND SEX
FOR A SAMPLE OF 5,000 BASED UPON a4 32 PREVALENCE RATE

Age sver

0-4 5-9 10-14 15-19 20-64 65 Total

Male 9 9 8 8 34 8 76
Female 3 9 8 8 32 8 73
Total 17 18 16 16 66 16 149

* The 3 per cent figure is used frequently in the literature.
For example, the Federal-Provincial Conference on Mental
Retarda‘iorn uses a 3 265 per cent estimate (32)-
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If the major aim o1 the project were to study retardation
in 2 classical, medical sense¢, then the expense and energy involved

in interviewing 5,000 peopie to identify them would cleariv not

™~

be justified However, this 1s not the purpose of the study and

the definition of retardation to be used 15 broader and more
inclusive  Heber (21, p 62) p:oposes a4 dusCzsbution 1n terms
of standard deviation units based upon scaies i adaptive be-

haviour and he (p 61, st«tes that the mide. may pe appiried o

other measures which contribute co uverail adaptazizn

14BLE 7%

LEVEL OF RETARDAI.ON, RANGE IN STANDARD Dfv:ATiON
UNITS aND PER CENT yUr POPULATION iNCLJDED -

Level S D Unst Range rercent oI Popuiataion
Mild -1.140 to -2 25 1234
Moderate -2 26 tv - 3.50 0.2C
Severe over 3.51 0001
Total Per Cent _2333'

oo

*# This table was adapted from Heber (21, p 52, wich a >lighc
change in standard deviation units in the miad range

Using a broader statistical definition, .3 to .4 per cent
of the population is 51 interest in studying cetardacicn The
newest approaches to the propiem of retardation tead to be of

the latter nature, For

1y

xample, see Jastak (25) and Leland (26).
Thus, in contrast to the above figures, the present study

will focus upon approximately the lower 13 per cent of the

population in question, resuiting in the following expected dis-

tributions by level of retardation, age and sex-
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APPROXIMATE DISTRIBUTIOCN OF RETARDAIIQON EXPECTED, BY LEVEL,
AGE, AND SEX IN SAMPLE OF 5,000 3ASED CPOXN A i3”
PREVALEXNCE RATE *

Male

Mild 36 36 33 2& 123 28

Moderarte 3 3 3 3 L1 3

Severe - - - - - -

Female

Mild 33 36 32 30 128 33

Moderate 3 3 3 3 1i 3

Severe - - - - - -
Total 75 78 71 64 275 6/

* Estimates based upon figures cilted 1in pieceding page

A random sample ot the popuiation of Princ.e Edward iIsland
will be identified as roitzws: first a random sampie 9r the sur—
face area or the province wil: be chosen ana those persons riving
in the sample area wili be inrerviewed  Aeriai maps of Prance
Edward Island {scale 1,50,000 inches; have been a.quired irom the
Department of Energy, Mines and Resources, Uitawa. The Mercator
grids were numbered and using a table of raniom numbers, 306 grids
(representing 5-837 or the surface areaj were selected- The in-
habitants of all dwellings shown in these areas will coustitute
a sample of the survey population approximately 1,225 dwellings

and 5,000 inhabitants. Figure II illustracres the density of sampling.
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<. Figure 2: A projection showing the

sampling density to be used on Prince
Edward Island (the dots indicate the
areas to be sampied).
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C - The Research Instrument

A trial instrument was construcied for tne purpose of the
pilot studv, and tested on an 1sland population or approximately
600 people during the summer of 1968. On the basis o1 the trial
run of the instrument, it has been modified and expanded where

necessary.

1. Measurement Problems

There are three major probiems whi.h had to be met in the
instrument development, one specirlc to the tetardation variabie
and two applicable to the 1nstrument as a wnhnole  These are:
the transferability of the retdrdativn dei-nit.dn across soc:ial
groups, differences 1n the semanti.s used by subject groups and

uncontrolled motivational variabies within subjects

(i) The Transferability of the Retardation Detigitarun 8<10SS
Social Groups

Definitions ot retardation have been .iosely related co
intellecctual perrormance and inteiligen-e 1s a concern of
the middle and upper socio-economlc status ievels or Norch
American society. Therefore, the scales included in the
present 1nstrument must be sensitive to areas of performance
other than those emphasizing verbal and schooui Learning,
unless the latter can be justified as being crucial in the
expected life performance of all Canadians.

(1i) Differences in the Semantics used by Subject Groups

The instrument for use in the pilot study was written and
constructed with the realization that there would be differ-

ences 1n language usage, vocabulary levels, symbols and
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ever. physical stimuli common ©o given social groups. In
spite of this the language used and phrasing ol the questions
was, in places, too complex for a large proportion of

ome Stimull were Simpiy

w

subjects to follow. In addition,

foreign to the lsland people For example, one of the
intelligence test items calls tor a familiarity with umbrellas
which lsiand people seldom use or even see. Carefut

consideration wil: be given to 1interpreting data which may

result from vaciatisns in item difri.ulty ieveirs acriss

social groups.

(iii) Unconcrolled Motivationa- Jariables within Supjscts

Completion of the 1interviews and tests on the pa:st Of
subjects necessitates focusing oi abiiicies and motivation
to do one's best. There is littie that .an be done when a
subject is not cooperative or cannct Locus on materials or
try in the predefined manner. Exampies or such variables
are: a man not being sober at any time when testing can

be carried out, cr a chiid being so feartul that he will
not leave his mother oOr even risK a periormance on a test.
These characteristics of subjects cannot be controlied.
Optimal conditions can be enccuraged and controlied to an
extent by a skilifui and experienced 1interviewec. But
sometimes control of such variables 1is entirely beyond the
scope of study when, for example, children in a € low-
moving rather backward area are less highly motivated than

children living £n the middle of an urban center where
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competition and speed are valued and encouraged.

One major strategy 1s being used 1in attempting to overcome
these general diificulries. Whenever possibie, more than
ore type oi instrument Or question is used ro tap a given
concept. In this way, the resulirs will be sensitive ro the
issues describecd above and subjects wi.i have m.:e than one
chance to demonstrate their perf_ rman.e ievel

2. Content of the Iastrument

The instrument itself may be described as ralling into
seven major sections- Subjects over twelve years JI age answel
a variety of tests and questionnaires Subjects under itwelse have
fewer tasks, while subjects five and uncder have & limited number

of tasks but information about them 1s gatchered, «n addit:ion,

from the report of the mother or caretaker The seven majox

areas are as follows -

(a) - The enumeration data of households, famities,; individuals

and their relationships.

(b) - The social performance in individuais

(¢) - Measurements of intelligence and soclial maturity

(d) - Life history information: past and present

(e) - Personality variables.

(f) - Attitudinal variables.,

(g) - Assessment of the interviewee's behaviour during the interview.
The retardation index is computed from some of the foregoi’ ;

materials (see pp.31-32) Each of the above categories of data

will be described in more detail in order that the full bazkground
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1 and content of the types of data are made clear.

- (a) - The Enumeration Data

In order for the study to be compiete, comprehensive
and replicaole, all of the indiv:duais in a given area must

4 be tested or accounted ifor. As the initial samp.ing 1is

e 4

1k

done via aerial maps or buildings, thes fi:st task 1n the

data gathecing 1s to make a :1:i5t or aii househzids, ramilies,

PO ALY s T A SR

A

individuals aud their reiationsnips o cthsrs sccupying
the same dwelling. Usuaily, the ini:rmatisn .s reporced

by the mother during the initiz=1 interview  Wnen the

AL
.‘l‘,mx SO NG SR e

informacion is nct available in this manner, it is gathered

from other sour_es in the community-

ke s FSanE TS Oy s AR b

b by

The enumeration inclvdes z 118t 0Or al. .ndividuals

SRR O b

living in a given dwelling, their age and sex, the echnic

background of the famiiy and the largragets, tney prefe:

L S5 3nr 8

to speak 1in the home. When this i1nformacion 1s gathered,
families and iadividuals are assigned idenctiri.ation

numbers, Complete master charts can be made of sampliag
grids, showing the dwelling units and listing each i1ndividueal
living withir them - making complete repi.cacir.n of the

study possible,

(b) - Present and Past Performance Indices

This group of indices contains a varilecy of iniosrmation
relevant to judging an individual's social competence. Some

are gathered through self-report and others th:iough the report

R I T U T
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oI majs: perscns 10 the indi.lduais’ 1lle i leded in
these 1ndices are: s.n3o0l grades azhieved, =bility tu
read and wilte, indications >f any pnys:ica:, emotlonal or
tnteileltual handicaps, per.eatapge 27 tlie aduil subjelts
spend on government welrare &t

{(¢) - The Measurements of .atellectual ena su-ial Develapment

Ihe major dimens:ion of cetardation, 1u sp.te ol the new
approaches to 1t, is still tappaed by s:me index 5f the
individual's capacity to pertrourm inteliectua: and so.1ail
tasks at 1ncreasiag leveis Uf compiexity. rhereiore,
three widely used ossessment pro.edures were used 1n the
pilot study and wiil be empisyed 1n the major scudy It
this reaswun.

(i) TIhe Wechzler lnteil:gence Test Scures

The Wechsler Siaics ate widely used ficasdres of individuay
intelligence 1n North American and other _vltures and,
cons:quently, much data have been gathiered un Lheir use
for both ciini.al and resedrih puarpozes la the present
study, two verbair subtests and three perisrman.: subtests
from the Wwechsie  inteiligence Scale jfor Lhnold en WidUj
will be used i.: al: individudls from ilve yeais st age and
over. These subtests «re comprehension, simiiarities,
picture completion, plceture arcangement and Jdi1git span. Since
the first four subtests were used in the pilot sitad,, con-
siderable infocmation on theiy use wn a FEI popuiation is

avatlable
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1fic Jue=T100 My De falsed U1 +n, (he oliiaren's
versicn vt the stale 1s being used The .rigilaal decnslier-
Bellevue {(W-B) siaie, whicn was developsd (02 use with
adulcrs, essentialiy becane the WisSC when a duwnward
extension for use wWith yolwng children was iuci.ded
Thus, cthe W-B and the Wid< have essentlaiiy cthe same icem
content- The Wechsler adult Intell:gen.c Seaic was
considered for use with adules, bur dis-arded a-. {1j belng
oo sophrsticated in item _.nteat ©:1 adm:nlstizatlon in
reral areas of Canada and, (Zj EMLNAS L2 10E dlluldacy &f
measurement al 1atelligence pecformian.e levels which
are average or above- In the preseat stud;, az:uracy of

measurement is needed at the iower le. cis oI petisfMmanie-

w

ISR

From these sczles, a verbal, pertorman.e and total

e

[¢}]

U score may be csmpated 1ur eah 1ndls idual The

scores for the subject poputation undec study may, be

3 examired - (l) in retlacicn to the 18iand popudtatlon and,
> (2) in relatiin tc nowms 107 3 Canadian POpUAL Lo oI

compared to the perrcrmance st sther Cabad.zn giiups Lo be
tested in larer phases ur the present siud, iire
administcdatl.n o these lesls fequlices weli~tisined
interviewers whi are adepl ab eoloureging ease and osperation
on the part ot subjects, who acre well sca.ticed and okiiled

1n the 1ntiiialies ot the test themsclives and who are

Cateiul in caftying vut the cleii.al Cask i teluidlng and

N

coring the subjeit's responses.
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(ii) Ths Drav-a-Person iest

The Draw-a—-Ferson or Draw-a-Man cest has been widely
used as a clipical research instrument in evaiuafing the
inteiligence and personalities of chiidren. Schemes have
been devised whereby the presence or absence ofi each
part of the drawing, and the quatity with wnich ic 15

exacuted, 1is scored. The sums o1 suih sioyes are used

~

as finzy indexes ol incetrligence. coodenough (1i7;

U

and Harris (20) have pz.posed two widely used siocring

schemes. This test wili be used in the f1nai study IOX

the age groups of 3 to 12 apd ior svuspeifed retardates-

{iii) The Vineiznd Social Maruricy Scaie

-

The Vipeland 3ocia2i Maturity Sca.e

EAE T F LR RN AN LY

;as deveioped by

”e

B e DL

Deli (14) and has had widespcead ase in the assessment (o}

AETRERAT
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rhe socia:iy retarded; Leland (26)- Duli's book un the
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development and use o1 the scaie provides most of che

AR T

necessary background informaticn «Diut IS purposes;
:
‘ develupment and use- The lnterviewer pises 10 this cest,
a series of questiuns, 1o the mother of =2 ~hiid o5r care-
1 taker who scvres the thild on 1i7 items designed to tap
social maturlLy-

For the purposes of the present study, a short form of

the Social Maturity Sczle is being used. This consists of

36 items from the lower ramge of the scale upon which the

DUARR ERN O e

mother or caretakers sf children five and under, oc, of

suspected retardates rate their children,
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{d) - L.ife Variabies

The life variables in the study arz direct seli-report

t's past

()

measures on & variegy ci content areas in a Sudjs
and present life. These range irom essential facts such as

age, sex, marital status, 1inlome and s5cio—economic

]
™M
o}
™
o
w
™
]
[\

ser:es of questions on che subject’'s family
such as sibling pcsirion, Aumoe: i zelatives L1ving in the
home, the kind of upbringing exparien.ed znd reading
mater:ials available around che home. Ocher variaoles tap:
stare of physical health, variecy of daily pubiil enisunzers,
risk—-taking tendenc:es and degree 9 chucih aticndanie

Some of the life variabies -zntained in the instrementc are
inciuded for the purpose Or specift:Cc nypsrhesis LesLing.
Others are designed ror the primary purpose of descrabing
the population accurarel; or have beem included for
exploratory purprses. Severai oi these items have been

adapted from Glennoa 4and Albright {16)-

(e) — Personaiity Vaciables

Several persona:ity variabies are inciuded .a the
questionnaire section o1 the inrerview Ly DE answered by
subjects 13 years =»i age and over They inciude the
foilowing scales:

(i) Positive and Negative Affect: This is a short scale of

ten items designed o tap the number oi happy and unhappy

feelings the subject has experienced during the last month.
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The scale developed by Bradburn has been used extansively
in survey type studies and the resuits have been reported

by Bradburn in several publications 15)-

(ii) Verbal Hostilaty

One of Buss' (8) short s:caies from his hostility inventory
is included in order to have some measure of the expression
of aggression in the :adividuals and ram:iies of incerest

{iii) Degree oi Socizlization

A measurement is 1acluded of the degrze ts wnich an
individual has internaiized commen sociai values. A
short form of a scale developed by Gough (i8) and later

sncluded in the Calitornia Inventory oi Perssnaiity was
used. Gough deveioped the test empiritaliys that is, on

the basis of whether items distirguished between groups
predefined as sociaiized or undersocialized (f>:z example,
high sch_ol students and delinquents)- This scale will

be factor analyzed, thus individuals may be ciassified and
compared on the basis of factor scores: Jne Ot more of the
dimensions emerging from such a fa.tor analysis would likeliy
to be a significant factor in the acttitudes towards, treat-—
ment of, and anticipated care oi mentalily recacded members

of the community-

(f) - Attitudes and Values

Social cohesion is based upon shared attitudes and

values amongst the members of a given cummunicy- Similarly,
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it might be stated that 1ndiviGcuality 1s based upon

values or value constellations unique to a given individual.
Thus, in approaching the treatment and care or rezarded
people, both social and individuwal artitudes and vaiues
should be explored. ltems here inciude: general walues

in life, attitudes towards the disabled and reza:ded,

and attitudes rowards religicn and the home.

(g) — Data on the Intecv:iews

In order to adequately carry out the cieritair tasks
involved in the study and zxa order that the adequacy oi
the dara be thoroughly evaluated, & considerabie amount of
information is gathered on each interview itseli. The
items included are complered by the 1interviewer and the
interviewee. The former records whether the subject was
interviewed, and if not, the reascns rzr the rerusai and
the steps taken in order to actempt to gain looperaricn.
The time and length of the interviews are zecorded and a
rating scale 15 completed on the subject's tzst-taking
attitudes and test behaviour. The conditions under «hich
the interview was carried out are noted- Finatly, the
subject himself filis out a six—-item scale on his reelings
when being interviewed; for example, did he feei interested

or angry?




D - The Field Work

The success of the project depends upon the execution of
a number of stages. One of the most crucial stages is the fizld
work. The experience during the pilot project in two small
P.E.I. villages has been invaluable in plarning this stage of
the project. The settirg up and execution of the field werk
for the pilst project was sov successful. that very similar
procedures will he followed in the main study.

Much of the success in the f:ieid work, of course, depends

upon the individual performance of the interview team members.

Their success can only be ensured by careful selection procedures
and inteasive training which wiil be described in the following
section.

The field work procedures are best described as a seraes
of discrete categories which when zxecuted, will fall into the
overall process of data gathering. These categories aie discussed
under the following headings: the isiand, the 1aterviewing team.

the data coilection and equipment.

SO AR TG AR QA R A @AT S AATAS T TR S AR M BRI g et b

1 -~ The Island

BAGELLLULATD Sl dht i R

(a) Contacting Island Oificials

We are forturmate in this project to have close contact

A DL T L A A

with the Director of Mental Health of P-E.1. Because of

T AEE

e

this, we have access to many Island officials and leaders
in all walks of life. The basic purpose of contacting

the officials is both to explain the purposes and goals
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of the study to them and to have them communicate the
same to the residents of the Isiand. Any form of television
and radio publicity given to the project will also be helpful

and for this reason, contact should be made with t.e Island

ST ETTRIRA W AGE RS SETNEY STEYRAOT A BT LT
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media before the project begins.
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{b) The Sampling Areas

S TR wwd T

The szmpling areas will be numbered according to inter-
viewing sequences and the cofficials in those areas will be
contacted abcut two weeks prior to the actual interviewing
in the area- Priests, ministers, or other community leaders
will be informed :n detai: of the project’s value and their
support sclicited

The Island will be dividad inzo five incerview aczeas as
figure 3 indicates

Figure 3 also shows the possible residential locations
of the interviewing team members

2 - The Interviewing Team

(a)Living Accommodations in P.E:.1

The incerviewing team wili consist of ten to fourteen
members; they will work in pairs; two peopte being
stationed at each oi the proposed residential locations

located in the preceding figure. Homes or coctages should

PRV 6
e

be reserved in advance for the team members; that is, the 2
project director or supervisor should precede the team to

the Island and rent the accommodation, A roomy accommodation
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PRINCE EDWARD ISLAND

Figure 3: Five interview areas and possible
residential locations of interviewing team members.
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should be rented in Charlotterown to enable the housing
of team members and supervising staff on occasions when
the entire team must meet together.

(b) Supervision of Interviewing Team

An island supervisor will coordinate and direct the
interviewing team members. This should be an individual
of some maturity and experience. It 1s necessary that
the staff have leadership at all times. The supervisor
will be ceuntered in Charlottetown, but wili move fresly
in all arezs. His main duties will be to keep work on
schedule, to check the accuracy and quality or the data
gathered, to ses thnat recoyds are kept complete and up to
date, to deal with any social oc¢ personat problems arising
in the staff, to act as a spokesman in deating with
general questions arising, such as the relationships with
island officials, or rapport with island residences znd
lastly, to keep in clese touch at all times with personnel
in Ottawa.

(¢c) Morale of the Team

Care will be taken to ensure percsonal satisfaction
among team members during the daily gathering phases-
If the interviewers are not personally stable and at ease,
they will not gather good data- There are several means
by which morale can be encouraged and maintained, ali of

wnich will be used. Some of these are: by versing them
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thoroughly in the purposes and the values of the work they
are doing, by providing good leadership, by having frequent
gatherings at a central headquarters for discussion and
comparing notes, by hiring members in pairs (such as
husband-wife teams, or good friends), and 2y encouraging
friendly competicion between the pairs.

3 - Data Collection

{a) Approaching the Subjects

The actual process of data collection is a crucial
phase of the study. Contacting the people is, perhaps,
the most important part of this stage of the project.
Special care will be taken in all actions and behaviours
asscciated with the islanders-

The people in each area will be given adequate prior
notice that a team of interviewers will be requesting of
them a short period of time in which to ask questions and
administer an interview. Ianterviewers will always call
at a house first, in order to arrange for a convenient
time for the initial interview with the mother. Interviewers
will carry with them an appropriate letter of introduction
from both Ottawa and Prince Edward lIsland authorities.

On the basis of the pilot study most of the mothers
and children will be interviewed during the day. Fathers

will be interviewed during the evenings or on weekends.




(b) Refusals

In spite of the care in approaching the people,
refusals will occur- Ia such cases, the individuals
will be approached by different means, such as letters
from Prince Edward Island authorities or by personal
calls from supervisors. Every effort will be made to obtain
the cooperation of such people; however, when this 1is
impossible; the individuwals will be assessed by indirect
methods, such as through communicty schools and health
records-

(¢) Checks on the Adequacy of the Data

The flaws in the use of the interview as a method of
gathering data in social research arce well known-
Maccoby and Maccoby (29) have given a comprehensive summary
of this concern. In the present study, interviewer error
will be kept at a minimum by three methods. First, a
close check on the guality of the data gathered will be
made. The supervisor will look out for sloppy or incon-
sistent recording which is often a sign of general weakness
in the data: Secondly, interviewers will be encouraged
to communicate any problems they are having with rapporec,
time~-allotmencs and so on, so that they can be deait
with by the team as a whole rather than by an individual.
Thirdly, identification with the goals and vaiues of the

project will be encouraged so that the interviewers will
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wish to preserve its integrity by collecting accurate data

4 — Equipment

(a) Automobiles

Six cars will be provided, one for each pair of inter-

viewers and for the supervisor- These will be small

compact cars:

E - Test Materials and Supplies

Each interviewer should have a small suitcase containing
all of the test materials and equipment needed-

F - Photographic Supplies

The recording of the design and field work should be done
pictorially as well as by written word- Pictures of the process
will be extremely valuable in the later communicarion cf the

method and the findings.

G - The Selection and Training of Interviewers

Accuracy in selecting the people to go to P.E.1. will
save much in the way of funds, time and effort. Therefore,
considerable effort will go into the moulding of a competent
group of psychometricians who can function optimally under what
may, at times, be trying circumstances.

Selection will take place via a series of steps. The
first will be tc mail circulars to a variety of settings where
suitable candidates are. likely to be found. These might
include graduate schools of education, psychology, social work
and sociology and government mental health services. Written

applications will be the first screening step. Personal
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interviews will be the second. One month of intensive training

will

follow. It is hoped that this will take place in one of the

other Maritime provinces, preferably New Brunswick.

will

The actual training procedures, which will last four weeks,
consist of a series of steps:

(i) Lectures: Porential interviewers should be cognizant

of some of the theory and practice oi psychological
testing and on the background of the tests they are going

to use.

(ii) Practice Test Administration: Interviewers will have

practice in these procedures with other staii members as

subjects.

(iii) Practice Testing in the Field: Interviewers will

have additional practice in testing through enrering homes
and interviewing all family members-

(iv) Assigned Reading: Required reading on field work,

testing, and on the Canadian Welfare Council projezt, will
be given.

(v) Assessment: Candidates will be given a written test as

a final step in assessing their competency and skili beiore

they go into the field as interviewers-
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VI — ANALYSIS OF THE DATA

The data processing for the proposed study will range from
the application of some very simple rachniques and steps to some
rather sophisticated saes. In this section, they will 311 be
spelled out so that the readex h@ay have a complete picture of the
steps to be taken and the procedures to be used.

A - Scoring

Four ofi the items in the data must be hand-sco:zed. These
will be scored by the interviewsrs while in the field; these items
are: the WISC items, the Draw-A-P=rson Test, rhe socio-economic

status index and the personal vaiue resgonses:

B — Coding

o cempuzer cards

(o]

All other data will be punched >n
directly from the test protocols- Thus, the pregaraticn of the
data for tpe anailyses may be carried out in stages, before all
the data are collected Key punching will be dong through

facilities available in Ottawa-:

C - Statistical Facilities

Computation will be carried out at ocne of the majox data
analysis centers in Ottawa, such as the University of Otrawa
or Carleton University. Where necessary, in the case that programs
are not available and working in Ottawa, the anaiyses wiil be done

in the United States where such programs are available.

D - Statistical Technigyes

The actual statistics to be used, best discussed under two
headings, are those to be used for processing the data yielding the

prevalence results and those to be used in processing the data in
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order to obtain the analytical results.

I — Prevalence Results

The prevalence results will be presented in a series of
tables based upon frequency distributions of the samples
studied. These frequencies wili be used to estimate the pre-
valence of the category under study 1in the total population.
The probable error of estimate will be computed so that the
accuracy of the resuiting figures may be judged  Fo: example,
tables such as shown or page 40will be presenzed. This section
of the results, then will comnsist of licz.e more than counting
and compiling incidences by population category. The signifi-
cance of the diiference between categories where of interest,
will be analyzed and statistizal tescs such as the Chi-sgquared
statistics will be employed.

Examples of the tables which will be compiled inciude the

following:

(i) The prevalence of mental retardacion in P-E I classified
by age, sex and degree of recardacion.

(ii) The prevalence of mental retardactisn in P E I cilassified

by age, sex and ethmic background-

(iii) The prevalence of mental retardation in P.E-I. classified
by age, sex and source of family income and employment.
(iv) The mentally retarded in P .E_I. classified by the type

of treatment being received.
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(v) The mentaily retarded in P E.I classified by age and
employment.,
(vi) The mentally retarded in P.E.I classified by type of
retardation.
(vii) The mentally retarded in P.E.I. classified by their social

; abilities as reported by the mother or caretaker.

e

(viii) The mentally retarded in P.E.I. classified by counry.
(ix) The intellectual performance levels of the aged in P.E.I.
3 (x) The prevalence of mental retardation in P.E.I. in bilingual
families.
(xi) The prevalence of mental retardation in P.E.I. by .religious
affiliation.
(xii) The prevaleance of mental retardation in P.E.I. classified

by type of educational facility available to the population.

Rl it i

TT - Analytical Results

Whereas the results in the previous section will serve to
answer the questions ard hypotheses surrounding the prevalence of
retardation, the present section centers around explaining and
defining the nature of retardation and disability in gene?al.
These results will both support and extend those in the preceding

section.

(1) I1tem and Test Statistics

In order to argue upon the basis of accurate data, there are

several analyses to be carried out in order to determine
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the reliability and validity of the tests and measurements
used for different groups of subjects. The statistics to
be used are: inter—-correlation of items, inter—correlation
of subjects, measures of reliability and validity and ho-
mogenity indices.

Correlations berween Continuous Variables Compared

over Contrasting Groups

Correlational indizes wi.i be used i1n order to determine
the association of variables across groups. For example,
Is degree of religious pelief highly -orrelated to aunder-
standing actitudes trowards tae retarded!?

Factor Analvyses

The Guagh Socialization Scale wiil be factored; so that
separate scores on the factors for each individual may

be extracted- This will enable the holding of homogeneous
dimensions of social attachment consctant as lndependent
variables, in order to find how attitudes (for example
towards the mentally retarded) vary as a zesuit-

Comparisons of Means between Subject Groups

Several techniques may be used to cmpare mean Scores on
various indices across subject groups (t—-tests, sign tests,
etc.) Examples of the type of problem to be investigated
would be: do mothers of mentally retarded children ex-
perience fewer happy or unhappy feelings when the child
lives in the home than when the child is removed from the

home?
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Do mentally retarded adults, due to their position at
the extreme on the intellectual performance variables

have any similarities in feelings and social attitudes

with individuals who are intellectually superior? 3
In summary, the statistical analyses to be carrierd out

are nct complex- There wili be no need to develop new 3
methods to fit the needs of the present study. Rather :
the challenge here is from the extent of the data. i
There are many questions to be answered and a great many
analyses to be carried out. Howevetr, énce they are
programmed and running. the labour or time oif ruaning
tham racther than the problem of applicebilicy i1s the
major one. '

(v) The Use of Natural Control Groups and Repiicatiosn

The conclusions made in the study will aiways be based
upon (1) the direction of the numerical results and cheir
significance, (2) upon compariscns with natu:iat control

groups from the general population and, (3) upon repli-

N Sy tn

cation. It will always be possibie to choose subgroups

to test whether the results hold up- Thus major conclusions

A

will be based upon trends, substantiated by several

N

means and not only upon single test o9f significance. :
3

P N TR
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VII - OVERVIEW

The specific purposcs oi the study have been stated in
earlier sections of this proposal. The broader goals and
purposes involve a statement which places the study in the
current Canadian scene.

it may be noted that a study of this nature in mengal
retardation has not previously been carried out in this country.
Few have been attempted anywhere. For this reason, the project
stands to contribute much in findings and corclusions as well as
in methodolegy and execurion o other countries bpesides Canada.
There is no reason why Canada should mor lead in this important
area of research-

The study will resolve several demanding 1s5sues in planning;
care and treatment of the mentally retarded and disabled people
in Prince Edward Island, and if ertended, to ail of Canada. The
present orientation of the authors towards programmes, care and treatment
is uncommit*ted. The intention is that the data be evaiuared; rather
than that pre-existing values and assumptions be used to f£ill 1in
where facts are missing. Many professional and lay people
deeply involved in the process of planning for the retarded will
be needed, in turn, to evaluate the conclusions and recommendations,
and to decide ultimately which will be implemented, which will
be introduced on trial and which will be dismissed as impractical
until a later time.

The study is launched with the belief that mcre social

research is essential for the future planning of Canadian society.
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It takes only time, care and hard work to carry out empirical
studies in order tc provide government officials with clear

farts and substantial information upon which to base their

decisions.

Government has already shown its concern for such research

by making grants available for many purposes Canada is curreantly

well established in research in the physical sciences but lags in
the production of research in some areas of the social sciences.

The present study is a large step 1n the field cof mental

retardation cresearch. It is only a small step on the horizon of

research in the social sciences. This proposal is submitted with

the sincere hope thar it will be one of a great many lmportant

strides in the further social deveicpment of the Canadian people-
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